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Sept enber 9, 1977

NOTES ON THE PERSONAL SUPPORT SYSTEM NEEDED FOR DEVELOPMENTALLY
DI SABLED PERSONS: Legal Advocacy, Lay Advocacy, and Protective
Servi ces.

I. Delivery of Legal Services

Fifteen years ago the concept of w de-spread |egal advocacy
for developnentally disabled persons was little known and sel dom
di scussed. Five years ago, when the President's Comittee on
Mental Retardation convened the first conference on the Mentally
Retarded Ctizen and the Law at Chio State University, there were
only a score of lawers with a strong focus on |egal advocacy
for the devel opnental |y disabled. Today, there are probably
several hundred attorneys for whom such advocacy is an inportant
part of their life. There are a good many for whomthis has
beconme a professional preoccupation. Legal advocacy stretches
fromthe national level to local legal aid offices and private
practitioners.

A. National Legal Advocacy

The National Center on Law and the Handi capped, founded five
years ago, now has a budget of a half mllion dollars a year.
The Mental Health Law Reform Project, established by Charles
Hal pern and now directed by Paul Friedman, has pursued major
class action reformlitigation on behalf of the nentally ill and
the mentally retarded and has devel oped a guide for reformng
state nental health laws. The Public Interest Law Center of
Phi | adel phia has a unit directed by Thomas G | hool, which has
managed to stop General Mdtors and the Departnent of Transporta-
tion in their tracks and nmake nmajor progress toward achi evenent
of accessible public transportation. The American Gvil Liberties
Union is now proposing to establish a national center for the rights
of the disabled. Substantial governmental and foundation resources
have gone to support these and other highly sophisticated nationa
and regional public interest law firns devoted to reformof the

law as it affects the devel opnentally disabled and other handi capped
per sons.

B. State Legal Advocacy Units

Five years ago, only the state of New York, with the New
York Mental Health Information Service, had a state unit directed
to the legal rights of the handi capped, and the Service was
restricted to protecting the rights of the institutionalized
mentally ill. Since that tinme, the Mental Health Informtion
Service has had its responsibility broadened to cover the nmentally
retarded. The state of Ohio, anong others, has established a new
governnmental unit which is charged to provide |egal advocacy for
the devel opnental |y di sabled and ot her handi capped citizens.
New Jersey has established a cabinet-|evel Departnment of the
Public Advocate, including a unit concerned wi th advocacy for



t he devel opnental | y di sabl ed. In M nnesota and other states
private non-profit corporations have been established and funded
to provide state-wi de |egal advocacy services for the devel op-
mental |y disabled. These state units are of critical inportance.
They still do not exist in the majority of states. Wile the
1976 anendnents to the Devel opnental Disabilities Act require
the establishnent of an advocacy systemin every state, the
mandat e has not been interpreted or utilized to require the
establishnment of a state |egal advocacy systemin every state.

The functions and activities of these state |egal advocacy
units vary. The New York Mental Health Information Service has
traditionally focused on individual representation in the
comm tnent process; its forays into |aw reform have been few
The Chio Legal Rights Service and the M nnesota |egal advocacy
system on the other hand, have engaged in substantial class
action-law reformactivity. The directors of those units have
apparently decided that the few resources avail able nust be
devoted to broad systemchange litigation rather than individua
case- by-case |egal work.

Primary enphasis nmust be given to ensuring that aggressive
| egal advocacy units exist at the state level in every state.
One m ght hope that the 1975 anendnents to the Devel opnenta
Disabilities Act will further that goal substantially.

The problens of structuring such a state |egal advocacy
systemare many. A primary focus nust be placed upon ensuring
that the |egal advocacy unit is as free as possible from
political pressures and the conflicts of interest of service
providers. These and other problens are addressed in a nonograph
aut hored by Stanley Herr and published by the National Devel op-
mental Disabilities Ofice.

C. The Private Bar

More and nore young attorneys are interested in the rights
of devel opnental |y di sabl ed and ot her handi capped persons. Young
| awyers increasingly provide services through the governing
boards of consunmer group organi zations. |In addition, the American
Bar Associ ation has nade a major effort to nobilize the bar
t hrough grants provided by the ABA Commi ssion on the Mentally
D sabl ed. These grants have fostered devel opnent of |ocal and
state bar commttees on the rights of the devel opnentally disabled
and ot her handi capped persons. Young private attorneys, involved
t hrough their bar association, provide a valuable resource in
some individual cases and in some class action litigation.
Neverthel ess, a word of caution is in order here. Many young
attorneys have found the lure of major class action reform
litigation on behalf of the handicapped inviting. Too often
they have initiated such litigation, often on behalf of |ocal
consuner groups, W thout either the expertise or the financial
backing to carry such litigation through successfully. The one
t hi ng the handi capped do not need is to be practiced upon by
wel | - meani ng neophyte attorneys.



D. Local legal aid and public defender systens

Many devel opnental |y di sabl ed persons are al so poor persons.
Hi storically, |egal resources have not been readily available to
poor persons. Since the early 1960's, such services have becone
increasingly available through the devel opnent of |ocal |ega
aid and public defender organizations. These organizations,
often began by |ocal bar associations, expanded services greatly
when OEO provided a substantial influx of federal funds. They
are presently funded by a conbination of |ocal, state, and nationa
Legal Services Corporation funding. It is to generalized public
| egal services that we nust look for the delivery of nost |ega
advocacy services for the developnentally disabled. Devel op-
mental ly disabled and ot her handi capped persons have great nunbers
of legal problems; within any group of such size a nmultitude of
| egal problens are bound to exist. There are scrapes with the
crimnal justice system there are problens of consunmer fraud and
overreaching; there are disputes within a famly and di sputes
between a famly and public officials; there may be worknen's
conpensati on concerns; there nmay be auto accidents and the need
for recovery of damages. While legal services for a few of these
probl ens may be available fromthe private bar on a contingency
fee basis, nost of the legal services will have to be provided
by public funds. It is essential that we |look to the generic
| egal service agancies for these services for the devel opnentally
di sabl ed. Two problens, however, present thensel ves.

First, legal aid and public defender organizations have
traditionally been and still are plagued by exceedingly |arge
case |oads and a consequent inability to focus substantial tine
on any one individual's problems. There is a tendency for |ega
services to be provided in such settings on a mass production
basis. This is likely to operate to the disadvantage of a client
who is |ess capable of expressing his |legal needs clearly and
clients whose |egal problens may be |ess clear-cut than those of
ot her persons. This often describes the devel opnental |y di sabl ed
potential client. \Wile public legal services for the devel op-

mentally disabled will never be adequate until adequate public
| egal services are available for everyone, special interest
efforts may be of sone avail. Special, earmarked funds can be

provided to legal aid organizations to establish a division to
deal with | egal problens of the devel opnentally disabl ed.

A second problemis one of training of attorneys. Most
attorneys, in legal aid and public defender clinics, as el sewhere,
have little experience with special aspects of the law that relate
to the rights of the devel opnentally disabled. They, therefore,
are likely to be substantially handi capped in delivering services
to devel opnentally disabled clients, A second and rel ated probl em
may be a lack of sensitivity to identification of developnentally
disabled clients. A legal aid attorney, |ike any other attorney,
wi t hout previous exposure to the devel opnentally disabled may give
short shrift to the legal problemof a person who is inarticulate
in describing his problemto him or "who seens a little funny."



1. Problens in the Devel opnent of Legal Services for the
Devel opnental | y D sabl ed

There are a nunber of problens, sonme of which are alluded to
above, which need to be kept in mnd as |legal services to serve
the devel opnental |y disabled are devel oped.

A Law Reform d anour

Class action |law reform advocacy is of great inportance to
the devel opnental |y disabled, Successful class actions have
al ready established many legal principles that are of great
benefit to devel opnentally disabled citizens. Nevertheless, this
IS no substitute for individual representation in individual
probl ens and controversies. Because class action advocacy
carries with it the glanour of doing sonething "socially inportant”
and is also relatively cheap, in terns of nunbers of clients
served per dollar, there is a great tendency for |egal services
to focus on this aspect of the law. It has its place. Nonetheless,
the tinme has arrived when resources nust be applied to the
devel opnent of individual case |egal advocacy services.

B. Tendency to Cooption or Absorption

A |l egal advocacy unit that has a clear identity in terns of
serving the devel opnentally disabled runs a severe risk of
becom ng a part of the social service system against which its
advocacy ought to be directed. The process of constant negotiation
contact, the experience of repeated frustration in finding
solutions to difficult problens, and the pressure to maintain
publi c acceptance and adequate funding, all create tensions in the
direction of cooption. The strength of a |legal advocacy system
is in its independence and objectivity, in its constantly critica
posture in ternms of the inadequacy of services delivered. If it
beconmes part of the service system it no |onger serves that function.
Every effort nust be made in structuring such systens to guard
agai nst cooption. Nevertheless, cooption is a danger. As it
occurs, new centers of advocacy will be needed.

The opposite danger is the danger of absorption. A unit may
be initiated to focus on the rights of the developnentally
di sabl ed and then be expanded to include the rights of the nentally

i1l and then of other handi capped persons. It may be nerged
within a general public advocacy system for all persons needing
advocacy services. In this process, there is a severe danger

of loss of focus. W can be only too aware of the neglect of
the devel opnentally disabled through history. As the gl anour
of the cause wears off and the frustration of daily problem
solving arises, there can be a tendency for |egal advocacy
progranms increasingly to ignore the special problens of the
devel opnment al | y di sabl ed.



C. Case Loads

o The constant problem of |arge case |oads has been nentioned
above.

D. General Laxity in Enforcing Ethical Standards

Devel opnental |y disabled clients, perhaps particularly in
the crimnal justice system have often been inadequately
represented. In public legal service entities, there is always
a danger of inadequate representation because of case | oads
and inexperience. Young private attorneys may find thensel ves
under pressure to make a living and therefore pressured to cut
corners in the representation of an indigent devel opnentally
di sabl ed person. The bar of nobst states has not been notorious
in its rigorous enforcenent of the standard of adequate repre-
sentation with respect to any client. On this issue, advocates
for the devel opnentally disabled have comon ground with other
consuner groups. The bar associations nust be expected and
required to enforce professional standards on their memnbers.

E. Failure to Allocate Adequate Resources

Legal services are not inexpensive. Many of the problens
alluded to above are problens that are exacerbated if inadequate
funding is avail abl e.

F. Identifying the dient

One of the nost difficult issues that attorneys face in
representing the devel opnentally disabled is the question of

who is the client. |If the developnentally disabled individua

is articulate, the problemis unlikely to be severe; nost
attorneys will listen to their clients' expression of interests
and desires if the client is articulate. Were the client is
inarticul ate, however, a sharper dilenma is posed. |If the
attorney can get little guidance fromthe devel opnmental ly disabl ed
i ndividual and will not |look to others for guidance, there is a

severe danger that the attorney, in fact, ends up representing
himsel f, or his view of what is right for the client. On the
other hand, if he blindly follows the wishes of a parent or
guardi an, he may seriously disserve the interests of the

devel opnmental | y di sabl ed individual where those interests conflict
with the interests of the parent or guardi an.

[11. Guardianship

Quardi anship is an ancient institution. Detailed rules on
guardi anshi p were developed in the Roman legal system Guardi an-
ship was also utilized in feudal England and has been a concept
known in American legal jurisdictions since their establishnment.

The tension in the use of guardianship between protection
of the interests of the ward and the utilization of guardi anship
as a neans to pronote soneone else's interests is a tension that



exi sted in feudal England and continues today.
A. Conflict of Interest and Institutional Guardians

Wth the devel opnent of large custodial institutions in
the United States canme the concept that the superintendents of
such institutions could also serve as guardian for the individua
institutionalized. |In fact, one of the earliest cases of
involuntary institutionalization was based on procedures and
concepts of guardianship. The individual being institutionalized
was placed under the care of the superintendent of the institu-
tion, as guardian. While this |legal nechanismno doubt served
one purpose in providing a theoretical basis for the devel opnment
of processes of involuntary institutionalization, it is probably
also true that providing the powers of guardian to the institu-
tional superintendent served other needs as well. Because a
guardian stands in the position of a substitute deci sion-naker
for his ward, conbining the function of guardian and super -
i ntendent provided the superintendent the legal authority to

make all decisions necessary to the care and control of the
i ndi vi dual

This frequent joinder of the role of guardian with the role
of institutional superintendent continued for nany years w thout
challenge. Only quite recently has attention been focused on
the conflict of interest created by that joint appointment.
Statutes in several states now prohibit an institutional super-
I ntendent from al so serving as guardian. The reason for this
is clear. A primary function of the guardian is to act as a
fiduciary, loyal only to the needs of his ward. It is the
responsibility of the guardian to make decisions which are in
the best interest of the ward. His fiduciary responsibility
prohibits himfromallow ng any other considerations to jeopar-
di ze his unbi ased decision making. The theoretic, and often
practical inpossibility of an institutional superintendent
putting aside all conflicting considerations should be obvious.
The institutional superintendent is often in the position of
primary service provider. He is working with Iimted resources
and nmust bal ance the interests of all residents of an institu-
tion, as well as sonetinmes conflicting interests of personne
policy and budgetary constraints.

The conflict of interest was nore than theoretical.
Nunmer ous instances are known where an institutional superinten-
dent consented to the use of experinmental nedical procedures on
wards in institutions. The justification for such procedures
was very often to be found, if anywhere, in the inportance of

medi cal experinentation rather than in the interests of the ward
hi msel f.

Sone state statutes have gone even further. They have
prevented any enployee of the governnental departnment which
operates institutions from serving as guardian, at |east for
certain purposes.



Prohi bition against joining the roles of institutional
superintendent and guardi an has, however, created new probl ens
as it solved old ones. Because large state institutions have
been society's primary neans of dealing with the indigent
di sabl ed, this population is now often left w thout a guardi an.
The institutional superintendent did provide a public nechani sm
for guardianship services. Elimnating this resource poses a
new probl em of finding a new guardi anship resource.

Disabled individuals in the comunity, if they |acked both
famly and funds, never have had a guardian available to them

B. Finding Guardians for the Poor

Bei ng a guardian for another individual takes tinme. It
also creates risks of liability upon the guardian. He may make
a decision for the ward which nmay |ater be found to have been an
I npr oper deci sion. Liability for that inproper decision nmay be
pl aced on the guardian, with potentially severe financia
consequences.

Where a disabled individual has a substantial estate, there
is no difficulty in providing a guardian. Qur comunities are
full of individuals who are wlling to provide this service for
a fee. The courts have traditionally appointed guardians in
situations where a disabled individual had an estate that could
support those services. There are also cases in which volunteer
resources may be called upon to provide a guardian. This nost
often occurs where a famly nmenber is willing to assune the
responsibility of being a guardian w thout conpensation where
no funds are available to support the guardi anship. Nevertheless,
there are many situations where no volunteer resource appears to
be avail able and where there are no funds to provide for a
paid guardian. It is these cases that create a pressing problem
In today's society.

The issue that nust be faced is where the resources are to
be found and where the responsibility is to be housed for pro-
vi di ng guardi anship services when they are needed. Two problens
present thenselves, a problem of financing and a probl em of
or gani zati on.

The financing problemis a relatively sinple one. \Whatever
guar di anshi p needs exist mnmust be paid for. This requires an
allocation fromfederal, state, or local treasuries. To date
I nadequat e resources have been provided.

The nore vexing problemis one of organization. Having
rejected the institutional superintendent as a guardi an, because
of his conflict of interest, where do we now turn? A variety
of options exists.

Quardi anship services (particularly financial or property
guar di anshi p) often have been provided by nenbers of the bar for
a fee. One could look to the bar for this service. |f adequate
funds were provided through governnmental sources, there is little
reason to fear that adequate services could not be purchased.



Courts, in fact, could probably appoint nmenbers of the bar as
guardi ans w thout paynent of fees as part of their responsibility
to the court, although one nust doubt the quality of guardi anship
services one would then receive and ask why the bar should be
taxed uniquely to provide this social service.

Anot her nodel that could be used is the provision of
funding to local private non-profit organizations (perhaps
i ncl udi ng consuner groups) who could be appointed by the probate
court to provide guardi anship services. One problemthat nmust not
be ignored if this solution is used is the nature of the contract
provi ded between governnment and the non-profit corporation. In
particular, the sane kinds of conflict that are sought to be
avoi ded by renoving the function from governnent can exist if
the contract is so controlling that the guardian fears retri-
bution and term nation of the contract if the ward's interests
are aggressively asserted.

Anot her option is the establishnment of a new governnenta
entity or the designation of an existing governnental entity as
a public guardian. This solution collides with increasing
objections to the creation of new governnent entities and
services. Unless such an entity is clearly independent fromthe
service-provi di ng bodi es of government, there is also reason
for concern about its independence and objectivity. Per haps
nost inportantly, one nmust be concerned about the enornous
potential power that a new governnental unit would have if
that governnental unit were to be appointed guardi an over a
substantial portion of the population. The advantages of a new
governnental unit in the guardianship area are primarily in
the direction of regulation; such a unit could establish stan-
dards for the delivery of guardianship services and could
itself be policed by advocacy units. The di sadvantage cones in
centralization of control inplied in the creation of a single
state unit and the potential atrophy of any bureaucratic entity.

C Limted Guardianship

There are situations where a guardian is needed. Neverthe-
less, it is inportant to recognize that the essential function
of a guardian is quite limted. Mst people can survive in
their day to day life wthout a guardian. Even persons who are
significantly nentally disabled can usually have nost of their
needs nmet without the intervention of a guardian. Services, of
course, nust be provided, but service provision is separate from
guardi anship. It is also inportant that there be persons to
wat ch over service providers and to advocate for the provision
of decent services. But again, advocacy and guardi anship are
not one and the sane. It is possible to have advocacy structures
whi ch do not also have controlling authority that a guardi an
has over his ward. Trust nechani sns can often be used for the
control of funds without the inposition of a general guardi anship
Where guardianship is required, it is often possible to provide
it on avery limted, topical basis rather than as a genera
substitution of one person's decision-nmaking power for another's.



These considerations relate to two notions of limted
guardi anship. Most sinply, the use of guardianship services
ought not to be used unless essential to the well-being of
the ward. Secondly, the term"limted guardi anshi p" has
beconme increasingly utilized to refer to the potential for
designating a guardian as having authority over sonme aspect of
an individual's life wthout having control over all decisions
in his life. Social science research has now established that
i ndi vi dual s, whether disabled or not, have a wi de variety of
conpetencies. The fact that an individual is incapable of
maki ng certain kinds of decisions for thenselves, does not
preclude their capability of making other kinds of decisions.
Thus, an individual may be perfectly capable of entering into
an apartnent | ease, nmaking rent paynents, buying food on a
daily basis, collecting his check and depositing it in the bank,

but still be incapable of managing large investnents. |n such
a case, it is inportant that guardianship relate only to those
areas where the individual, indeed, needs assistance. Simlarly,

in the nmedical area, many disabled individuals are perfectly
capabl e of making decisions with respect to their ordinary

medi cal needs. \Wen nore conplex, or experinental, nedica
services are called for, it may be that a guardian is necessary
to provide an intelligent and infornmed decision.

D. The General Guardian, an Instrunent of Limted Use

One caution nmust be provided against the current popularity
of the limted guardi anship concept. Wile the general guardi an,
with total power over the life of another individual, is a
concept that does not square well with our know edge of variable
i ndi vidual conpetencies, it is also an instrunent that has been
utilized in fairly limted cases. Because it was essential to
denonstrate a general inconpetence in order to have a guardian
appoi nted, guardi ans have not been utilized in many situations.
If, instead of showi ng general inconpetence, one nust only show
i nconpetence in a particular area, it is possible to fear a
much nore wi despread use of guardianship albeit on a limted
basi s.

V. Concepts of Protective Services

A new concept, amd a significant anount of confusion, has
recently been introduced to the whole area of guardi anship
and advocacy. This is the concept of protective services.

There is now a body of literature on protective services.
It is generally viewed as a "positive" concept. It has a good
press. The nost fundanental idea behind it is that there are
hel pl ess persons who need to be protected from overreaching
persons. Thus, the protective service worker is seen as an
i ndi vi dual who keeps a disabled or helpless individual from
bei ng expl oited by others.

Protective service is primarily a social work concept.
It is a concept that suggests an aggressive outreach approach



to social work services. Oher terns often associated with
protective services are "active intervention" and "initiative."
M/ purpose here is not to address devel opi ng noti ons of good
social work practice. Rather, it is to address the question of
whet her the concept of "protective services" should becone a

| egal concept as well as a social work concept. [If it is to be
a legal concept, it is essential that we analyze specifically
what its legal inpact is.

The clearest legal manifestation of a |egal concept of
protective services is found in the child welfare area. Through
statutes to prevent child abuse and extrenme child negl ect,
soci al agencies are now often given the power to actively inter-
vene in a famly situation, wthout court order, to protect a
child from abuse or extreme neglect. Specifically designated
soci al agencies, or the police, are given express statutory
aut hori zation to enter a hone and renove a child where they
have probabl e cause (or sone other standard) to believe that a
child's life or safety is immnently threatened. Usually their
authority to intervene is strictly limted.

Even in the child welfare area, however, the termprotective
services is often used nmuch nore broadly than that referred to
above. It is often used al nost sinultaneously with preventive
services, although with a strong overtone of potential coercive
i ntervention. In sone cases the intervention nmay take place
on a long-term basis and nay be based on a court order. In
this case the term"protective services" is used to describe
regul ar social work famly services backed up by the coercive
threat of a court to renove the child fromthe home if necessary.

I have referred to these uses of the term "protective
services" in the child welfare area because this is the area
in which the concept is best devel oped. The issues to be
addressed here are the question of the extent to which simlar,

or other, notions should be utilized in the area of the disabl ed
adul t .

The sane kinds of coercive intervention power associ ated
with social agencies in the child welfare area have not generally
been extended to the area of services to the disabled or the
aged. There is discussion as to whether that should be the
case. Meanwhile, the concept of "protective services" has
found its way into nmuch broader and nore general kinds of
| egi sl ation.

Chio, inthe late 1960's, enacted a protective services
statute for the devel opnentally disabled. This statute sets up
a special office within the service provider state agency, the
Division of Mental Retardation, and allows that office to be
appoi nted as "protector” or "trustee." Wiile the statute is
general ly phrased in consensual or voluntary terms, it also
contains serveral coercive elenents. A parent or guardian of a
devel opnental | y di sabl ed person may apply for protective services
for the devel opnentally disabled person. This does not require
the initial consent of the devel opnentally disabled person
henmsel f. Once the relationship is established, it can be



term nated by the devel opnentally disabled person, although

the statute ironically requires that the request for term nation
be provided in witing. Beyond this, the coercive el ement
appears in a provision that allows the Ofice of Protective
Services to request probate court appointnment as an involuntary
protector where term nation of protectorship is requested and
the Ofice feels that the protectorship is still needed. This
statute, in ny opinion, presents several very serious problens.

First, the powers of the protector are not at all well
defined. While there is no specific authorization to enter
another's hone in an energency situation, nor any specific
grant of authority to renove an individual from an unsafe
envi ronnent, the broad | anguage of the statute is unclear on
what power does and does not exi st.

Second, the statute states no basis upon which a court is
to make a judgnment concerning whether the involuntary protector-
ship is to be established or not. The test articulated in the
statute is "whether the person is in need of protective services."
No nore guidance than that is provided.

Third, the placenent of the Ofice of Protective Services
in the service-provider agency creates potentially severe
conflicts of interest. Assumng that the primary role of the
protective service worker is to assert the rights and interests
of the devel opnental ly di sabl ed person, one nust ask how aggres-
sively those rights and interests can be asserted against the
very agency which is providing the salary and the opportunity
for pronotion of the protective service worker.

The Devel opnental Disabilities Armendment Act of 1975 al so
incorporates in very general |anguage the concept of "protection.”
It states that each state is to have in place a systemto advocate
and protect the interests of developnmentally disabled persons.

The concept of protection is not specifically defined, although
one can expect that persons devel oping systens to conply with
this act would look to the social service history of protective
services in the child welfare area.

In summary, protected services is one of those inter-
section points in present society between two disciplines, socia
work and |aw. The devel opnent of aggressive social work
practices and of the concept of social workers as advocates
for their clients are no doubt positive. On the other hand,
critical analytical attention nust be focused on the question of
whet her new | egal authority should be created in social work
agencies that relate to the disabled, what such powers should
be, how they relate to guardi anship services, and what protection
nmust be provided against their abuse.



